

[image: image1]
Health care of the disadvantaged: chronic obstructive pulmonary disease in later life









 


	
	
TYPE Original Research
PUBLISHED 09 November 2023
DOI 10.3389/fpubh.2023.1304494






Health care of the disadvantaged: chronic obstructive pulmonary disease in later life

Fredrik Nyman*


Department of Psychology and Social Work, Mid Sweden University, Östersund, Sweden

[image: image2]

OPEN ACCESS

EDITED BY
 Vahid Rashedi, University of Social Welfare and Rehabilitation Sciences, Iran

REVIEWED BY
 Patricia M. Alt, Towson University, United States
 Grazyna Puto, Jagiellonian University Medical College, Poland

*CORRESPONDENCE
 Fredrik Nyman, info@fredriknyman.se 

RECEIVED 29 September 2023
 ACCEPTED 18 October 2023
 PUBLISHED 09 November 2023

CITATION
 Nyman F (2023) Health care of the disadvantaged: chronic obstructive pulmonary disease in later life. Front. Public Health 11:1304494. doi: 10.3389/fpubh.2023.1304494

COPYRIGHT
 © 2023 Nyman. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.
 

Introduction: Chronic diseases have emerged as the foremost causes of death and disability worldwide. This article employs an ethnographic approach to conduct a gerontological investigation of chronic obstructive pulmonary disease (COPD), the third leading cause of global mortality, trailing only cardiovascular diseases and cancers.

Methods: This study is rooted in an extensive amalgamation of biomedical literature and official epidemiological data. Additionally, it offers enriched insights through an extensive ethnographic research methodology, encompassing ethnographic fieldwork, participant observation, interviews, and focus groups.

Results: The findings expound that individuals grappling with chronic obstructive pulmonary disease often undergo intricate cognitive and emotional experiences, necessitating holistic solutions that consider psychological processes, contextual factors, and subjective age. These challenges extend beyond the purview of a purely medical perspective.

Conclusion: This article concludes that the lens of gerontology is invaluable in comprehending chronic obstructive pulmonary disease, particularly due to its association with old age and increased longevity. Among older individuals, diagnosing the condition presents a formidable challenge. Breathlessness, a cardinal symptom, often overlaps with normal age-related declines in pulmonary function, rendering COPD’s insidious onset misconstrued as a consequence of aging-related changes.
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1. Introduction

More people than ever before grow to ‘extreme old age’ and communities across the globe are now facing a situation without precedent: soon there will be more people over 65 than under 18 (1). These age terms are in quotation marks because old age is not easy to define; whereas 18–29-year-olds on average consider the start of old age to be 60, people over 65 on average consider it to be 74 (2). This makes old age a subjective and age-related experience. It is, however, a fact that, with improvements in sanitation, housing, and education throughout the nineteenth and early twentieth centuries, there has been a steady decline in early and mid-life mortality (3, 4). As a consequence, life expectancy over the past century has increased by around 3 years every decade (5). In the industrialized world Hong Kong lands on top with an estimated 85.29 years [i.e., 88.17 for women and 82.38 for men (6)]. Moreover, these are mere abstractions and some national statistics have shown that individual women and men alike may survive to surpass these numbers (7, 8). In 2018, the United Nations proclaimed that there were 499,198 centenarians around the world (9). In reaction to this increasing life expectancy, the World Health Organization (10) has declared that ageing well ‘must be a global priority’ (p. 265).

The reason behind this initiative is that with increasing life expectancy, there is now a large group of older persons with increased health risks; in particular chronic diseases. Chronic diseases are now the leading causes of death and disability worldwide (11). From a neoliberal economic perspective, this group represents a so-called ‘major financial burden’ (12–14); whereas from a humanist perspective, this is a group that should be understood as potentially disadvantaged people who often experience a lower quality of life, with both physical and psychological reduced well-being (15, 16). This makes the science of gerontology now more relevant than ever (17). Gerontology is understood as the study of the social, cultural, psychological, cognitive, physical, and biological aspects and implications of ageing and persons in later life. The coinage of the term is often ascribed to Nobel Prize winner (and the ‘father of innate immunity’) Ilya Ilyich Mechnikov, much due to his emerging study of ageing and longevity while at the Pasteur Institute in Paris (18).



2. Materials and methods

This article employs an ethnographic case study approach to conduct a gerontological investigation of chronic obstructive pulmonary disease (COPD), which is the third leading cause of death worldwide after cardiovascular diseases and cancers (16). Understanding the impact of COPD on a person’s daily life, including their physical, psychological, and social well-being, is essential. Case studies highlight the real-world implications of COPD and can help improve patient quality of life through targeted interventions and support. As such, studying COPD through a case study approach is instrumental in advancing our knowledge, improving patient care, and addressing the multifaceted challenges associated with this debilitating respiratory condition. COPD is often misdiagnosed or undiagnosed due to its subtle and variable symptoms (19). Case studies can shed light on the challenges of accurate diagnosis, leading to improved early detection and more timely intervention. As will be explained and deliberated throughout this article, COPD is a particularly important disease to study from a holistic, gerontological viewpoint (20, 21). The specifics of COPD and how they often lead to misdiagnosis, late recognition, and stigma will be discussed in detail. The article then also provides a discussion of the potential benefits and opportunities that social support groups have to offer older persons living with a chronic disease, as well as their limitations and disadvantages. In the conclusion, the implications this has for health policy specifically for COPD, and more generally for chronic disease among older persons, is discussed and explained.

This article draws its foundation from a comprehensive synthesis of biomedical literature and official epidemiological statistics [e.g., BLF (15, 22), Raleigh (8), UNECE (23), and WHO (1, 10, 16)], in order to comprehensively analyze the epidemiological landscape of COPD on a global and local scale. Additionally, it offers enriched insights through an extensive ethnographic research exploration conducted in the United Kingdom. Between April and October 2017, as well as from January to August 2018, the ethnographic study in question (20) delved into the experiences and daily lives of older adults coping with COPD. The overall approach encompassed ethnographic fieldwork, participant observation, 30 interviews (with patients and their families, health professionals, and health policy-makers), and focus groups, collectively providing a comprehensive understanding of people’s lives with COPD. In particular, monthly meetings of three so-called ‘Breathe Easy’ groups (social support groups of the BLF) were attended (where participant observation took place and also where focus groups were conducted). These provided a further opportunity to get in touch with COPD patients, their families, and other people who were part of their daily lives, such as caregivers and volunteers. Home visits were made, as well as attending various social activities (i.e., fieldtrips, outdoor walks) in different places around the United Kingdom. The study’s full methodology is described in detail elsewhere [see Nyman (20)]. Furthermore, being that COPD is a respiratory disease, the topic of this article is a timely contribution apropos the coronavirus pandemic (COVID-19). As such, comparisons will be made between the two diseases. That said, the author would like to make explicit that the study from which this article stems was conducted in the pre-pandemic period and thus, only second-hand data will be used in making these comparisons.

For transparency purposes with regards to terminology, as illustrated, this article principally employs the term ‘patient’—rather than, e.g., client, service-user, sufferer, or survivor. While far from uncomplicated, as the word ‘patient’ does conjure up a vision of both quiet suffering and of an unequal relationship between the user of healthcare services and the provider (24), this article primarily looks to Simmons and colleagues (25) who illustrate in their study that ‘patient’ is, indeed, the most preferred term in consultations with healthcare services. As their data shows, 72.6% of participants preferred the term ‘patient’ before any other; by comparison, the word ‘client’ was liked by 43.1% [(25), p. 22]. The word ‘service-user’ was disliked more than liked overall, and only a significant minority of participants wished to be regarded as a ‘survivor’ or ‘user’ (25). In addition, as to avoid labeling people, care and research charities around the United Kingdom generally suggest using ‘positive language’—i.e., terms that focus on the individual person, rather than on the medical condition or behavior. For this reason, ‘sufferer’ is seldomly used amongst health professionals or patient organizations and their members [(e.g., 26, 27)]. Lastly, empirically speaking, the large majority of the interviewees cited in this article solely referred to themselves as ‘patients’ (which corresponds with Simmons and colleagues’ study). As such, the article chooses to adopt an evidence-based terminology in referring to people who use healthcare services.



3. Results


3.1. Adopting a gerontological lens for understanding COPD

COPD is a respiratory disease in which the airways become inflamed and the air sacs in the lungs are damaged (15, 22). The oxygen level is reduced, and thus it becomes more difficult to breathe. As a result, a person has less energy and physical ability (28). As the COPD patients in this study described, doing normal things like climbing stairs, or washing and dressing themselves can be difficult or near impossible. This can be a very negative and scary experience and adjusting to the disability often is a process that takes time. For example, one research participant explained:


If my wife says to me: “You know… that bush will have to come out of the ground” … Instinctively, I go towards the garage to get a spade and dig it out. And I’ve actually gotten to the stage where I’ve gotten to the place and realize that I cannot do it. Whereas now, a mind-set sets in, and you think “I cannot do that.”
 

COPD is a disease that predominantly affects older adults and is also two-and-a-half times more common among the most disadvantaged people in society, where lifestyle-related risks of COPD are more prevalent (15). While there is a genetic component, the main cause of disease is the inhalation of harmful substances (15). There is no cure for COPD and thus the traditional medical model that focuses on treating pathology remains inadequate (28). But the disease can be managed, and there are several treatments available and self-management can improve a person’s symptoms and reduce exacerbations (20, 22).

For patients, the symptoms are an important determinant of their quality of life. This applies in particular to breathlessness, which is the first vital symptom of chronic respiratory disease (29). Breathlessness is described not only as something that interferes with everyday activities, but also as something that can be very frightening, as the following research participant explains:


(…) very, very scary. Because sometimes…… You cannot breathe! So, you cannot pick up the phone to tell someone… You know, one of the services, what is wrong—there is nobody there to help you. That is the most frightening bit; being on your own when you have an attack.
 

Based on these findings, we can conclude that with respect to this medical condition, people experience certain cognitions and emotions that in effect require holistic answers that account for psychological processes, the context, and subjective age, rather than that they can be solved from a purely medical perspective. From the Burden of Treatment Theory, it can be understood that among older persons with COPD, well-being is greatly affected by the effort that it costs them to manage their health and the impact COPD has on their functioning [i.e., self-management, medical consultations, and adjusting one’s lifestyle (30)]. This is referred to as the ‘treatment burden’, which cannot be measured objectively, but rather is a subjective experience that is greatly affected by someone’s perceived social support and ‘psychological capital’. Psychological capital refers to a person’s capacity to positively respond to situations (mentally or behaviourally) and consists of self-efficacy, resilience, hope, and optimism (30). Research shows that social support increases psychological capital, and that perceived social support also directly decreases the experienced treatment burden (30). A problem is, however, that among older persons, social isolation can be a compounding factor, as people tend to get less mobile, may lose their partner or good friends (due to old age or disease) and have fewer possibilities of meeting other people—in contrast to what people at younger ages do at school, study, or work (31). In addition, COPD has some specific characteristics that hinder social support and psychological capital, as will be described in the next section.



3.2. COPD as an invisible and stigmatized disease

COPD can be described and understood as an invisible disease (15, 19). From the outside, you cannot see that someone is living with the disease. Moreover, the disease is often confused with complaints that arise from old age, from smoking and/or in connection with an unhealthy lifestyle that leads to physical problems, such as obesity. The first signs can therefore be misdiagnosed or not be understood by the patients themselves as something that requires medical attention. As a result, COPD is often diagnosed at a late stage and there are probably many people who have no diagnosis yet, but do have symptoms (15). What is more, following the COVID-19 outbreak in 2019–2020, symptoms of COPD may now be even more misinterpreted due to the similarities in clinical presentation. One important distinction, however, is that COVID-19 often presents itself with fever—which COPD does not (32). Needless to say, COVID-19 does cause symptoms that can be particularly severe for persons with COPD. Explicitly, persons with COPD are not at higher risk to contract the coronavirus; however, they are at higher risk for complications and worse health outcomes (33, 34). In fact, a report from the Centers for Disease Control and Prevention (CDC) in the United States suggests that over one third of adult patients hospitalized with COVID-19 were respiratory related; COPD, in particular (35). In fact, Yohannes writes that:


…the chronic nature of COPD, the severity of lung function impairment, and concomitant low-grade inflammation may compromise immune mechanisms and predispose to acquiring acute respiratory infections. Without adequate and prompt treatment, COVID-19 infection may progress to intolerable dyspnea, hypoxia, and tenacious dry cough, excessive fatigue, and with or without sputum production from the underlying COPD. Some may develop pneumonia, leading to a hospital admission, requirements for intensive care, and eventually for some, death might occur. (p. 5).
 

Although COPD cannot be cured, progression can be slowed down and help with symptom management can thus be important (15). It should be emphasized once again that ‘invisible’ is not to be confused with not being severe. As invisible as the disease is called, its symptoms can be noticeable and ever ‘present’, as became very evident during the ethnographic study from which this article stems (20). To illustrate this: during a conversation at two participants’ home, the person with COPD left the room to visit the bathroom. Although the conversation with the spouse continued, it was difficult not to be distracted by the coughing that was audible (even later when listening back to the interview recording). As such, persons with COPD risk social embarrassment and stigmatization in many ways. In various public and social settings, the severe breathlessness and disruptive cough can be embarrassing for the individual person. At the same time, ‘witnessing these symptoms may make bystanders uncomfortable, leading to more social awkwardness’ [(36), p. 917]. The invisibility of COPD has thus a social element, while also being both political and economic in the clinical context. Yet the stigmatization may in fact have turned for the worse following COVID-19, especially when it comes to chronic coughing. As Bouayed writes (37), sneezing and coughing.


…are important defensive reflex responses to expel noxious xenobiotics including infectious agents or irritants, and are also common symptoms of many allergies. However, they further permit the transmission of pathogens in the case of respiratory infectious diseases (p. 57).
 

Coughing, a symptom that is present ‘in up to 70% of symptomatic COVID-19 patients’ [(37), p. 57], remains the primary reason for COVID-19-related stigma. In fact, it has been reported that coughing has constituted a significant stigma-related factor for COVID-19 patients with cough, ‘leading to their social isolation’ (37, 38). Thus, imagine how this may affect persons who already live with a chronic cough—whether due to COPD or another respiratory disease. For instance, in their article on cough in adolescents with cystic fibrosis (CF), Taheri and colleagues (39) write how the COVID-19 pandemic has ‘significantly disrupted the lives of adolescent patients with CF and their parents’ (p. 2). Persons with COPD share these experiences. While cough is recognized as a common symptom in respiratory disease, ‘research has not focused on patients’ experiences of cough and any associated challenges regarding this manifestation, especially during the pandemic of COVID-19 [(40), p. 2]. Frequent coughing may cause major challenges and embarrassment for the individual—even more so during the COVID pandemic, when people were acutely sensitive and aware about this protective mechanism. Persons with COPD cannot hide their cough. Thus, aside from taking care of themselves and managing their disease, persons with COPD have also had to overcome ‘issues related to social stigma and isolation’ [(40), p. 1]. That said, while public perceptions of chronic coughing may come to change in a post COVID-19 future, for persons with COPD the experience of rejection and isolation may come to persist.

Importantly, whereas they need social support, persons with COPD usually experience a loss of social activities and social contacts in their lives due to lack of energy and physical ability, but also because it can often be unpleasant for others to observe a person (with COPD) cough and/or being short of breath (36). Moreover, if patients have difficulty adjusting to their illness they may act their frustrations out on others; this can also lead to stress, conflict and important others taking their distance instead of providing so-needed social support (41). Having close family and especially a positive partner-relationship often proves to be an enormous support, but at the same time a partner also has to deal with an enormous burden of providing care (13, 42, 43). Considering the physical impossibilities, both spouses can be seen as victims of COPD, as was mentioned by one research participant during an interview:


She said, “When I was diagnosed… we were all in complete shock.” Her family, that is. And she said, “What’s happened is that I’m supporting them, because they are so shocked… They’re all supporting me, but I’m the one that’s being strong.”
 

Moreover, there is another obstacle and that is that COPD is often caused by smoking (10, 15). This makes it a stigmatized disease in which both others and the patients themselves can have the feeling that they have self-inflicted the disease upon themselves (44). COPD is largely a preventable disease (15, 44). Most of the patients in this study had stopped smoking after their diagnosis, but unfortunately, they were too late; the damage to the lungs had become permanent and no longer reversible. As another research participant explained:


I know it [COPD] gets worse, so… that’s why I keep active and things. But I did smoke, and I stopped that in 2008. I had a cough… and I had to go for a ‘blow test’ [spirometry] and they showed me: “That’s where you are. And that’s where you should be.” From there on, I stopped smoking. So…… I will not be going back to it. One, I cannot afford it. And two—[laughs] I think it’s stupid! I keep telling my grandchildren: “Do not let me catch you smoking!” You know… And when I see people out on the street, I just want to go over and say: “Look. This is what happens to you.” [she points to herself].
 

For some, the stigma feels unjustified because at the time they started smoking they were not fully aware of the risks and smoking was still generally accepted (44). For others, as this and other studies have shown, they are ashamed and have delayed seeking help for their complaints for a long time (15). Negative reactions from others, including medical professionals, are certainly present (19).



3.3. Social support groups

There are several charities in the United Kingdom concerned with respiratory diseases and the people affected by them. That said, the British Lung Foundation (BLF) is the only charity concerned with all types of respiratory conditions. As one of their patient services, the BLF organizes social support groups across the length and breadth the country called ‘Breathe Easy’ groups. The first group was set up in Birmingham in 1991 [(20), p. 119]. Generally, social support groups bring together people with similar experiences, such as health problems, addictions, disabilities, and particular life circumstances [(e.g., 45–50)]. The more formal definition provided by the early pioneers Katz and Bender (51) is that self-help support groups:


…are voluntary, small group structures for mutual aid and the accomplishment of a special purpose. They are usually formed by peers who have come together for mutual assistance in satisfying a common need, overcoming a common handicap or life-disrupting problem, and bringing about desired social and/or personal change. The initiators and members of such groups perceive that their needs are not, or cannot be, met by or through existing social institutions (p. 9).
 

Given the high importance of social support and psychological capital for quality of life in living with chronic disease (30), social support groups (like Breathe Easy) appear to be a good fit for patients living with COPD. Specifically, support groups seem to result in some various positive outcomes for COPD patients themselves and often for their partners and families as well.

Ethnographically speaking, social interaction within Breathe Easy groups can be understood as a negotiation of various relationships that offers each individual with a ‘safe place’ for making sense of what it is they are saying and doing (52). Drawing from both interviews and fieldwork observations, the author came to identify three primary aspects of what it means to be a Breathe Easy group. These are (1) sociality as support; (2) support as sociality; and (3) advocacy. Firstly, ‘sociality as support’ is described. In brief, this concept is meant to convey that the groups offer a social network in which the aforementioned social condemnations and stigma do not play (a major) part. As such, groups can serve as safe spaces that can serve a therapeutic function as people share emotions and find recovery from stress (53). Friendships are made and social activities are carried out that can prevent people from becoming socially isolated. Moreover, people can exchange mutual help. Yet, for some, this is not seen as ‘support’—as for example one research participant said: ‘But I think for some people it is seen as a support group, but I would not… I would guess… the majority see it more as a social group’. Another research participant even explicitly experienced this as disappointment:


My idea of a self-help group would be people who sit around, having a cup of coffee, and say: “Have you tried this? Have you tried that? Ask your GP about this…” and things like that—but they do not. It’s just a gossip shop. Which is not for me, I’m not a gossip person. That’s all.
 

This brings us to the second aspect, which is ‘support as sociality’. This is meant to convey the process of acquiring more specific knowledge and skills (‘take-home messages’) on how to deal with a respiratory disease and its symptoms. This process takes place through the social setting that is provided. Or, as one research participant explained it very well:


Yes…… I do find it a support group. If someone has a problem, and they are talking about it, there’s always someone who has had a similar problem. And advise them on that. And, as I said, when we get somebody in from the hospital, and… they are telling them—telling people—well, “There’s aids available… You can get this, and that”—that’s supporting you! And… No, we do [support each other], we get people in who explain about… how your lungs work, how this happens, and… everything. And you just get so much more information, which helps you to cope with it. I think it’s excellent… I’m glad I joined.
 

Thirdly, social support groups also offer possibilities for advocacy. When it comes to Breathe Easy, some groups (or selected individuals within the groups) engage in fundraising, awareness raising, and lobbying for health service development. Veritably, COPD is still a disease that remains relatively unknown among the public (22). As discussed, for many people it takes a long time before they receive the (correct) diagnosis and can thus access the health services they require. As one research participant said: ‘Plus, I also think that with the fundraising and everything, it’s helping…… our community. The hospital. You know, the people who are involved with COPD, or other breathing problems. It’s helping them’. This seems to be a doubled-edged sword as advocacy can help others, while also providing a good feeling and life quality for the people who are participating in the actual lobbying and advocacy-related activities.

Yet, some people also mention disadvantages that relate to the overall functions of the Breathe Easy groups. For example, people with whom a bond has been built up may pass away, or no longer participate due to deteriorating health. As a partner of one COPD patient said, referring to people who had passed: ‘They were nice, I’m glad I got to know them, you know… But… They’re a big miss, as well’. While the topic of ‘death’ did not stand as a research aim in the ethnographic study (20), it did feature thematically in personal stories and in people’s memories (such as in the former quote). Being that COPD is an incurable, progressive disease, death tends to occur after a ‘prolonged functional decline associated with uncontrolled symptoms, emotional distress and social isolation’ [(54), p. 11]. However, a problem is the increasing evidence that the ‘end of life needs of those with advanced COPD are not being met by existing services’ [(54), p. 11; (55)]. As such, the notion of a ‘good death’ remains more a hope than standard medical practice for all patients involved (55–57). Self-help groups and allied movements can (and do) act as support here—socially, therapeutically, but also through advocacy and health lobbying. Needless to say, patients with severe COPD have a chaotic trajectory towards death and previous research has ‘focused on identifying a “transition point” that would allow identification of those patients who may benefit from a palliative approach to their care’ [(58), p. 310], or referral to specialist palliative care services. Even though persons with COPD are aware of their own mortality, many see their death as distant; therefore, end-of-life wishes are seldomly discussed. Landers and colleagues (58) suggest a new model for the palliative care of patients with COPD where the ‘patient is firmly in the center, surrounded first by their family and then by primary care’ (p. 314). As such, social support (in all its forms) always remains in the limelight. Yet it is also possible that one of these three named functions within the group is present to an extent that is considered unpleasant or impossible. For example, when social activities are organized, it may be that someone’s condition is too poor to participate. As one research participant explained:


But, like, they had a walk a couple of weeks ago—and I knew I could not do it. And I said to one of the ladies I’d met here, “I might come along to support you, and sit on a bench—but I cannot do the walk.” I knew I would not be able to go. Not very far……
 

As already explained, it may also be that someone mainly needs support as sociality—but finds sociality as support instead. Whereas there may be individual differences in how the presence of dissimilar functions is experienced, it is also true that different support groups may provide a different experience. As Adamsen (59) writes:


There is no clear consensus about the definition and the conceptualization of self-help groups. Terms like self-help groups, support groups, counselling groups, therapy groups and instruction groups are applied randomly both in research and in the clinical practice and this creates uncertainty about whether group initiatives are comparable or not (p. 228).
 

Given the different preferences found in the current study, however, this is not necessarily a bad thing. After all, this means that there is still room to tailor social support groups to the needs of specific groups and individuals; something that might not just be relevant for COPD support groups. While studies of other types of social support groups have identified similar functions (59–61), no previous attention has been paid to individual preferences in the extent to which these functions are manifested in the groups. Yet, research by Ravenek and Schneider (62) did show that age, and associated stage of Parkinson’s disease, influenced the extent to which patients felt they belonged in a social support group. This parallels with studies that illustrate how participants’ motivations for attending group meetings may change as they move through the treatment trajectory (45). Thus, for patients who are younger than the other group members, it could be a reason for not continuing to participate. Such findings help clarify that people need to sense that what the group has to offer matches who they are and what they are looking for (as individuals).




4. Discussion


4.1. Limitations and possibilities

Due to its insidious onset, one can conclude that COPD (epidemiologically speaking) is a disease that mainly affects a certain group of people: older adults, and the disease becomes increasingly common with age. Where people are living with COPD, there are a number of clear barriers and risks through which they can experience a lack of social support and psychological capital, which in turn leads to a high treatment burden and reduces their quality of life. This article, which is based on a larger ethnographic study (20), shows that social support groups can play an important role in preventing these issues and the research participants described are predominantly positive about their various experiences. Exceptions to this are mainly found in the mismatch between what each individual group offers, and the needs held by its various members. However, there is no ideal self-help support group. Nor is there ‘a “magical formula” for attracting and retaining a diverse audience’ [(45), p. 447]. Self-help support groups are not to everyone’s liking—especially as ‘not all individuals might benefit equally from support group participation’ [(71), p. 31]. Whereas formats of support groups vary, Breathe Easy groups have always operated through face-to-face meetings. As such, this article does not consider online support groups. Being a physical group in principal does not come without its issues, however. Given that reduced pulmonary function often leads to limitations in mobility (making even the most trivial of tasks physically challenging), Breathe Easy groups usually hold their meetings in venues located in the midst of their respective communities. These venues can be understood as third places (67); that is, environments that are characterized as being neither home (first place) nor work (second place). Dolley and Bosman (67) argue that third places have grown to be especially significant in postmodern times. More specifically, third places offer space for interaction that promotes social attachment and ‘togetherness’ [(67), p. 1] between people in a globalized world characterized by constant mobility and rapid change.

The distinction between offline and online groups may, however, speak to the reason why Breathe Easy groups are primarily attended by older people (65+) and lack attendance from younger persons (despite there not being any age restrictions in place). Namely, ‘[o]nline peer-to-peer communication is popular among young people’ [(63), p. 1]. Yet simultaneously (and perhaps paradoxically), there have been few systematic reviews examining the effectiveness of online peer-to-peer support in improving the health of adolescents and young adults. Criticizing this historical trend, Ali and colleagues write that there is an urgent need to ‘determine the effectiveness of peer support alone as an active intervention’ [(63), pp. 6–7], considering its growing popularity amongst young persons. Having that said, considering how computers and associated technology have become so central to modern life (even ushering in a new era of mass media), in a society where the population is ageing rapidly.


…the acceptance and utilization of developing technologies by an older population is becoming increasingly important […] leading to the conclusion that similar factors influence both [old and young people]—hence, older people could well be taught to use technology in a similar manner to younger people [(65), p. 473].
 

This may suggest that, sooner or later, older persons around the world may very well turn to using online tools and technologies more often as active health management interventions in their daily lives. However, more research is needed in order to properly map out such a trend, alongside whether online peer support as a sole active health intervention is sufficient to improve the lives of people with different chronic diseases (regardless of their age). However, there may also be pathological reasons as to why online support groups are more prevalent amongst certain populations. For instance, due to the nature of CF (cystic fibrosis), persons living with this disease cannot (and are actively discouraged from) meeting face-to-face (39, 86). Specifically, persons with CF are vulnerable to different bacteria which grow in their lungs. While these bacteria are usually harmless to those who do not have the disease, they can settle in the lungs and be harmful to those people who do (86). Not unexpectedly, the limelight falls once more on the digital divide between the older and younger population, especially when it comes to the increased reliance on digital technologies to deliver healthcare services. As such, the United Nations has called for increased digital inclusion and equality for all (85), where in Europe specifically, only one in four older people have basic or above basic digital skills, compared to ‘two in three in the age group 35–44; three in four among 25–34-year-olds; and four in five among youth (16–24)’ (23). The digital turn in health care notwithstanding, in terms of accessing essential and life-sustaining services the younger population is hugely advantaged whereas older persons are falling behind, needless to say. Digital exclusion is an ongoing global issue (69, 78, 94); an issue only further fueled by the COVID pandemic, with older persons not only being a population extra susceptible to the virus but also to digital exclusion, ‘because they are less likely than younger people to take advantage of the modern information and communication technologies such as smartphones and tablets’ [(94), p. 125]. This extends to COPD treatment regimens and self-management programs as well. Namely, a focus of COPD care is ‘to encourage self-management, particularly during COVID-19, where much face-to-face care has been reduced or ceased’ [(92), p. 1]. The digital turn in health care is, intrinsically, seen to ‘offer affordable and scalable solutions to support COPD patient education and self-management (…)’ where such ‘…solutions could improve clinical outcomes and expand service reach for limited additional cost’ [(92), p. 1]. Nevertheless, in the global endeavor toward ‘digital equality’ the focus remains on the patient—or rather, what the (older) patient lacks (in terms of digital skills) instead of what actually fuels care access disparities. Yet, that is also precisely why self-help support groups exist—for persons with COPD and other chronic conditions: as a public response to (bio)political failures in responding to biomedical misconducts, especially when perceived needs are not (or cannot be) met by or through existing social institutions [cf. (51)]. The lack of access to digital (health) services falls under such misconducts. When all else fails, one turns to mutual aid and other experts-by-experience.



4.2. Implications for policy, practice, and future research

With the COVID-19 pandemic, however, amid widespread recommendations to practice social (physical) distancing, the possibilities for arranging face-to-face meetings either vanished completely or were highly restricted. The former was true for persons in the United Kingdom, where a legally enforced ‘Stay at Home Order’ (lockdown) was introduced on March 23rd— banning all non-essential travel and contact with other people (68). Due to these restrictions and considering that COPD patients develop more severe COVID-19 (39), Breathe Easy groups across the United Kingdom were quick to cancel all their face-to-face meetings. While the selected groups which the author met with ultimately turned to partially using digital technologies for their following meetings (now virtual), originally these groups had met in person, and they later went back to arranging face-to-face meetings once the incidence of COVID-19 had decreased and restrictions been lifted. At a population level, mental health during the COVID-19 pandemic was negatively impacted all over the world (81, 93). Yet paradoxically (perhaps), while it was predicted that due to the ‘specific isolation rules for older adults and their heightened risk from the virus, psychosocial consequences such as loneliness would be exacerbated in older age groups’ [(81), p. 1], evidence suggests that older adults, on average, ‘experienced more stable and less negative outcomes compared with other subgroups’ [(81), p. 1]. It goes beyond the scope of this article to explain why this might be the case, but the circumstances were enigmatic to say the least.

Barlow and colleagues once wrote that self-help support groups ‘may rival all other forms of treatment sometime within the next century’ [(64), p. 53]. Only two decades later, support groups are more widespread and multifaceted than ever and are shown to be especially beneficial to improving a person’s skills in self-management (89). Considering that members need to sense that what the group offers matches what they are looking for individually, for policy purposes, this means that improvements can possibly be achieved by looking at this (dis)connection more closely. One option could be to make the social activities and peer-to-peer meetings more diverse to ensure that at least all three primary aspects (i.e., sociality as support; support as sociality; advocacy) are offered to a sufficient extent. Another alternative could be to identify people’s needs early on and direct them to groups that best fit these needs. For example, those people who are mainly interested in support as sociality may prefer support groups that, for instance, have strong connections with and frequently invite healthcare professionals to their meetings. Whereas those individuals who prefer sociality as support, peer-to-peer groups that focus more directly on social activities (e.g., group talks or parlor games) may be more appropriate. All in all, translating the present results into advice for support groups more generally, they point to the importance of better tailoring support groups to the individual in terms of needs and factors that will give a sense of belonging. With respect to the latter, it could well be, for example, that the experiences of same-aged peers are more similar, and that people therefore benefit more from age-homogeneous groups. This would certainly speak to the nature of the Breathe Easy group network, which rarely draws the attention of the younger population. Being that Breathe Easy groups overall are partially autonomous (yet inherently diverse), every group is very much organized so as to fit the needs of its members. Thus, changes to groups’ form and function take place internally, and individually. While each group is set up through funding from the BLF, groups are supposed to retain and practice certain autonomy from the start; especially in terms of how members organize and administer their continuous activities and finances. The same can be said about similarly natured systems of groups; i.e., peer-to-peer and semi-professionally organized support groups, where implications for policy are found by looking at the internal systems of governance. This stands in contrast with professionally operated groups (i.e., clinical and various hospital-based groups), where routines align more closely with established medical practice and legislation (83). As such, the point of issue is what legislators potentially can learn from groups like Breathe Easy and how this knowledge can further inform policy making. Qualitative research, like ethnography, can play a critical role in helping policy makers reach important and well-informed decisions, as well as in identifying those populations who are in most need; would be most receptive; or whose acceptance would ensure broader dissemination of policy development. This article acts as an example of this.

That said, neoliberal reforms have led to deep changes in healthcare systems around the world; especially ‘on account of their emphasis on free market rather than the right to health’ [(87), p. 1]. In the United Kingdom specifically, neoliberal policy has resulted in the propagation of ‘private-capitalist ownership combined with the privatization and commodification of public goods, the public economy and public services’ [(70), p. 168]. People with various disabilities may, in particular, be disadvantaged by such reforms, due to their increased health care needs and lower socioeconomic status (66, 87). Consequently, as respiratory care becomes more individualized (76, 90), this very much affects persons living with COPD and similar conditions. Even more so if we consider how in the United Kingdom, respiratory disease continues to be a major factor in health inequalities (15, 22). As such, the author contends that the increasing admiration for support groups in the United Kingdom may be understood as a direct result of the shifting (neoliberal) responsibilities in the nation’s health care and welfare practices. This is especially evident within respiratory care, which is becoming more and more individualized and now demands new forms of autonomy and patient activation (77).

This is where patient advocacy turns important, which comes to revolve around empowerment and protecting personal autonomy ‘where patients representing themselves benefit from enhanced autonomy and informed consent’ [(88), p. 39]. For Breathe Easy groups, this process may entail fundraising, awareness raising, and lobbying for health service development. However, what Breathe Easy groups ultimately can do with raised funds is very limited. Firstly, the groups are meant to be self-sustained. Thus, groups are allowed to keep whatever they need to cover their monthly costs and remain active. The rest, however, has to be split between the BLF and whatever else the groups would like to fund (i.e., local health care services). As one research participant said:


There’s been a change in the rules… and I think that’s to do with the charity’s guidelines (…) It’s like to do with… the BLF kind of brought them out… these new financial guidelines, but I do not know whether they have been brought out by the charity’s… committee, or trustees (…) like nationally, for all charities or just the BLF; I do not know.
 

In truth, respiratory disease accounts for over 700,000 hospital admissions and over 6.1 million hospital bed days each year in the United Kingdom [(15), p. 4]. As such, the impact respiratory disease has on health services in the country is comparable to that of non-respiratory cancer or cardiovascular disease. Yet despite this, respiratory disease ‘has not received a similar level of attention and investment, and mortality has stagnated’ [(22), p. 5]. With their impact on health services being on equivalent levels, there is no sound reason for respiratory disease to not be on an equal footing with cancer and cardiovascular disease apropos research funding and public health priorities. Needless to say, research into respiratory diseases continues to be consistently underfunded and the United Kingdom government is not putting a focus on respiratory research, as it has for cancers and cardiovascular disease. Whilst the physiology of breathing is well recognized, the subjective experience of breathlessness is poorly understood. Although far from being an invisible condition (epidemiologically speaking), respiratory health is rarely discussed as the widespread public health issue that it really is (in the United Kingdom and worldwide). Thus, as a result, people living with respiratory diseases often feel invisible and seldom have the energy or confidence with which to challenge those in authority or campaign for improvements in health care.

That said, with self-help support groups in mind, as this article clearly illustrates further research is needed in order to better understand the motivations underlying support group participation. The same goes for self-help culture in general, including various self-improvement products and their impact on society (74, 80). As a health condition, COPD has not remained unchanged as well, and epidemiologically speaking a lot more information is needed in order for treatment regimens to develop further. While the large majority of all cases of COPD are due to tobacco smoke, there are also genetic components to the disease. As such, research into the genetic determinants of severe, early-onset COPD (e.g., alpha-1-antitrypsin deficiency) is needed. Moreover, considering how environmental air pollution is a major determinant of childhood asthma (84), further research is needed on how environmental inequality impacts on respiratory health across all ages (COPD included); especially with regards to ‘unequal distribution of the risks and benefits that stem from interactions with our environment’ [(84), p. 1]. At heart of all these points of issue are, however, the notions of chronic living and the burden of disease, where an untidy mass of string (questions) still stands untangled. Manderson and Wahlberg write (79) that as COVID-19 continues to spread around the world we are, once again.


…reminded of the tenuous epidemiological split between communicable and non-communicable conditions. The latter have long co-occurred with infectious disease, but the mix of the two has typically been illustrated in low and middle-income settings seen to be struggling with a “double burden” of disease, as distinct from high-income settings seen to have entered “the age of degenerative and man-made diseases”… (p. 428).
 

Ethnographic research stands as an important tool in helping to unravel such complicated subjects; especially as its value lies in its ability to present perspectives from which the world can be apprehended anew. Namely, ethnographic glimpses into the everyday lives of persons living with various chronic and long-lasting conditions (from different, i.e., socio-economic and cultural settings) provide important insights into the ‘very conditions of possibility of chronic living’ (91). Such insights have severe implications for both policy and practice, which cannot be left unheeded.




5. Conclusion

Since data collection ended, the lay of the land has changed extensively. The British Lung Foundation (BLF) has now merged with Asthma UK, and they run under a new name: Asthma and Lung UK. Breathe Easy groups still run under this organization, but under a new brand: A + LUK Support Groups. In the transition, already existing groups were given three choices: (1) to remain fully integrated groups; (2) become semi-independent affiliated groups; (3) or become fully independent groups. Many groups picked the second option, and now run as ‘Breathe Easy groups affiliated to A + LUK’. As to avoid confusion in writing in past tense, this article has adhered to the practice of ‘ethnographic present’ (73). That is, the article looks at the engagement with doing fieldwork and writing ethnography “as an ongoing and reflexive process” [(72), p. 1]. As such, Breathe Easy groups are referred to as nothing but ‘Breathe Easy’ groups.

Based on what has been discussed in this article (primarily drawing from ethnographic observations and interviews with several stakeholders), we can conclude that COPD is a disease condition that benefits from gerontological viewpoints—especially considering its correlation with old age and increased longevity. As such, COPD in older persons presents a diagnostic challenge. Namely, the first vital symptom of COPD is breathlessness (29), but as a decline in pulmonary function is also a sign of primary ageing (75) and thus an effect of normal anatomical and physiological modifications, the disease is often masked by an insidious onset understood as a result of ageing. While a cure is not possible, people struggle greatly from the symptoms and need different ways to cope with them. Social support can be very helpful in this, and social support groups overall offer many such possibilities. The results presented are also generalizable and relevant for other chronic diseases, and more specifically those experienced by people in later life. After all, ageing is ‘often associated with multiple long-term health problems influencing older persons’ well-being in daily living’ [(21), p. 1]. Reduced pulmonary function is a symptom of both primary and secondary ageing (75), and often leads to limitations in mobility which makes even the most trivial of tasks physically challenging. This is especially true for COPD and similar conditions, and as such, for many older persons their social network becomes limited. Scholars describe this as experiencing a ‘shrinking’ or ‘diminishing’ lifeworld (21, 41); how the loss of physical capabilities in older persons ‘diminishes the predictability and automatic nature of their bodies and their perceived effectiveness as a person’ [(41), p. 605]. The importance of strong social networks has long been shown to be associated with quality of life for people in later life, especially as it ‘enables mutual practical, emotional and physical support, which can reduce stress…and even illness’ [(82), p. 29]. This article is a clear example of how social support groups can potentially broaden an older adult’s lifeworld and social network by providing a ‘safe space’ where people can feel accepted and exchange similar experiences with one another.



Data availability statement

The original contributions presented in the study are included in the article/supplementary material, further inquiries can be directed to the corresponding author/s.



Ethics statement

The studies involving humans were approved by the Department of Anthropology at Durham University, Durham, United Kingdom. The studies were conducted in accordance with the local legislation and institutional requirements. Written informed consent for participation in this study was provided by the participants’ legal guardians/next of kin.



Author contributions

FN: Conceptualization, Methodology, Writing – original draft, Writing – review & editing.



Funding

The author(s) declare financial support was received for the research, authorship, and/or publication of this article. This research was funded in whole, or in part, by the Wellcome Trust [103339/Z/13/Z]. For the purpose of open access, the author has applied a CC BY public copyright license to any author accepted manuscript version arising from this submission.



Acknowledgments

A few short sentences hardly suffice as acknowledgement of the many people who have been part of making this article a reality. First and foremost, the author would like to thank all the people who volunteered their time and participated in the research project from which this article stems. Lastly, the author would also like to thank Francine Jellesma for the tremendous support she provided while working on this text—especially in terms of helping to build an argument and laying out a proper structure and disposition.



Conflict of interest

The author declares that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.



Publisher’s note

All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.



References

 1. World Health Organization. (2011). Global health and aging. National Institute on Aging, National Institutes of Health, & U.S. Department of Health and Human Services. Available at: https://www.who.int/ageing/publications/global_health.pdf

 2. Coll, PP. Healthy aging: definition and scope In: P Coll, editor. Healthy aging: a complete guide to clinical management. Springer, Cham: Springer Nature Switzerland AG (2019). 1–7.

 3. Harris, B, and Helgertz, J. Urban sanitation and the decline of mortality. Hist Fam. (2019) 24:207–26. doi: 10.1080/1081602X.2019.1605923

 4. Lindsay, GB, Merrill, RM, and Hedin, RJ. The contribution of public health and improved social conditions to increased life expectancy: an analysis of public awareness. J Comm Med Health Educ. (2014) 4:1–5. doi: 10.4172/2161-0711.1000311

 5. Lewer, D, and Bibby, J. Cuts to local government funding and stalling life expectancy. Lancet Public Health. (2021) 6:e623–4. doi: 10.1016/S2468-2667(21)00136-5 

 6. Zheng, Y, Chen, M, and Yip, PSF. A decomposition of life expectancy and life disparity: comparison between Hong Kong and Japan. Int J Health Policy Manag. (2021) 10:5–13. doi: 10.15171/ijhpm.2019.142 

 7. Buck, D, and Maguire, D. Inequalities in life expectancy: changes over time and implications for policy. London, UK: The King’s Fund (2015).

 8. Raleigh, V. What is happening to life expectancy in the UK? London, UK: The King’s Fund (2019).

 9. Office for National Statistics. Estimates of the very old, including centenarians, UK: 2002 to 2018. UK: Office for National Statistics (2019).

 10. World Health Organization. “Ageing well” must be a global priority. Cent Eur J Public Health. (2014) 22:265.

 11. Schmidt, H. Chronic disease prevention and health promotion In: D Barrett, L Ortmann, A Dawson, C Saenz, A Reis, and G Bolan, editors. Public health ethics: cases spanning the globe. Springer, Cham: Springer Nature Switzerland AG (2016)

 12. Jaggard, P. Are older adults a Burden? Caring Ages. (2018) 19:18. doi: 10.1016/j.carage.2018.01.014

 13. Johnson, RW, and Wang, CX. The financial burden of paid home care on older adults: oldest and sickest are least likely to have enough income. Health Aff. (2019) 38:994–1002. doi: 10.1377/hlthaff.2019.00025 

 14. Martey, E. Blessing or burden: the elderly and household welfare in Ghana. Soci Indicat Res. (2022) 162:803–27. doi: 10.1007/s11205-021-02871-9

 15. British Lung Foundation. Invisible lives: chronic obstructive pulmonary disease (COPD) - finding the missing millions British Lung Foundation (2007).

 16. World Health Organization. (2021). World health statistics 2021: monitoring health for the sustainable developmental goals. Available at: https://apps.who.int/iris/bitstream/handle/10665/342703/9789240027053-eng.pdf

 17. Pelleg, AR, Schiller, G, Goldhirsch, SL, Fernandez, HM, and Lindenberger, EC. Geriatrics and palliative medicine leadership is needed now more than ever: what are the training gaps? J Am Geriatr Soc. (2021) 69:1063–70. doi: 10.1111/jgs.17050 

 18. Vikhanski, L. Elie Metchnikoff rediscovered: comeback of a founding father of gerontology. The Gerontologist. (2016) 56:181. doi: 10.1093/geront/gnw162.708

 19. Gysels, M, and Higginson, IJ. Access to services for patients with chronic obstructive pulmonary disease: the invisibility of breathlessness. J Pain Symptom Manag. (2008) 36:451–60. doi: 10.1016/j.jpainsymman.2007.11.008 

 20. Nyman, F. (2021). The shifting conditions of support groups in transition: an ethnography of respiratory disease in northern England. [doctoral thesis, Durham University]. Durham E-thesis repository. Available at: http://etheses.dur.ac.uk/14270/

 21. Åberg, C, Gillsjö, C, Hallgren, J, and Berglund, M. “It is like living in a diminishing world”: older persons’ experiences of living with long-term health problems – prior to the STRENGTH intervention. Int J Qual Stud Health Well Being. (2020) 15:1747251. doi: 10.1080/17482631.2020.1747251 

 22. British Lung Foundation. The battle for breath: the impact of lung disease in the UK. London, UK: British Lung Foundation (2016).

 23. UNECE. (2022). Mainstreaming ageing – revisited. Policy Brief on Ageing. No. 27. Available at: https://unece.org/sites/default/files/2022-02/ECE-WG.1-39-PB27_0.pdf

 24. Neuberger, J. Do we need a new word for patients? Let’s do away with “patients”. BMJ. (1999) 318:1756–8. doi: 10.1136/bmj.318.7200.1756 

 25. Simmons, P, Hawley, C, Gale, T, and Sivakumaran, T. Service user, patient, client, user or survivor: describing recipients of mental health services. Psychiatrist. (2010) 34:20–3. doi: 10.1192/pb.bp.109.025247

 26. Alzheimer’s Society. Positive language: an Alzheimer’s society guide to talking about dementia. London, UK: Alzheimer’s Society UK (2018).

 27. Kenny, L, Hattersley, C, Molins, B, Buckley, C, Povey, C, and Pellicano, E. Which terms should be used to describe autism? Perspectives from the UK autism community. Autism. (2015) 20:442–62. doi: 10.1177/1362361315588200 

 28. Stoilkova-Hartmann, A, Franssen, FME, Augustin, IML, Wouters, EFM, and Barnard, KD. COPD patient education and support – achieving patient-centredness. Patient Educ Couns. (2018) 101:2031–6. doi: 10.1016/j.pec.2018.05.024 

 29. Currow, DC, and Johnson, MJ. Distilling the essence of breathlessness: the first vital symptom. Eur Respir J. (2015) 45:1526–8. doi: 10.1183/09031936.00030115 

 30. Gu, J, Yang, C, Zhang, K, and Zhang, Q. Mediating role of psychological capital in the relationship between social support and treatment burden among older patients with chronic obstructive pulmonary disease. Geriatr Nurs. (2021) 42:1172–7. doi: 10.1016/j.gerinurse.2021.07.0 

 31. Cotterell, N, Buffel, T, and Phillipson, C. Preventing social isolation in older people. Maturitas. (2018) 113:80–4. doi: 10.1016/j.maturitas.2018.04.014

 32. Attaway, A, and Hatipoğlu, U. Management of patients with COPD during the COVID-19 pandemic. Cleve Clin J Med. (2020):1–3. doi: 10.3949/ccjm.87a.ccc007

 33. Kaye, L, Theye, B, Smeenk, I, Gondalia, R, Barrett, MA, and Stempel, DA. Changes in medication adherence among patients with asthma and COPD during the COVID-19 pandemic. J Allergy Clin Immunol Pract. (2020) 8:2384–5. doi: 10.1016/j.jaip.2020.04.053 

 34. Olloquequi, J. COVID-19 susceptibility in chronic obstructive pulmonary disease. Eur J Clin Investig. (2020) 50:e13382. doi: 10.1111/eci.13382 

 35. Yohannes, AM. COPD patients in a COVID-19 society: depression and anxiety. Expert Rev Respir Med. (2021) 15:5–7. doi: 10.1080/17476348.2020.1787835 

 36. Berger, BE, Kapella, MC, and Larson, JL. The experience of stigma in chronic obstructive pulmonary disease. West J Nurs Res. (2010) 33:916–32. doi: 10.1177/0193945910384602 

 37. Bouayed, J. Sorry, I am sneezing and coughing but I do not have COVID-19. Brain Behav Immun. (2022) 101:57–8. doi: 10.1016/j.bbi.2021.12.018 

 38. Song, W-J, Hui, CKM, Hull, JH, Birring, SS, McGarvey, L, Mazzone, SB , et al. Confronting COVID-19-associated cough and the post-COVID syndrome: role of viral neurotropism, neuroinflammation, and neuroimmune responses. Lancet Respir Med. (2021) 9:533–44. doi: 10.1016/S2213-2600(21)00125-9 

 39. Johansen, MD, Mahbub, RM, Idrees, S, Nguyen, DH, Miemczyk, S, Pathinayake, P , et al. Increased SARS-CoV-2 infection, protease and inflammatory responses in COPD primary bronchial epithelial cells defined with single cell RNA-sequencing. Am J Respir Crit Care Med. (2022) 206:712–29. doi: 10.1164/rccm.202108-1901OC 

 40. Taheri, L, Mirlashari, J, Modaresi, M, and Pederson, A. Cough in adolescent with cystic fibrosis, from nightmare to COVID-19 stigma: a qualitative thematic analysis. J Pediatr Nurs. (2022) 64:119–25. doi: 10.1016/j.pedn.2022.02.013 

 41. Gullick, J, and Stainton, MC. Living with chronic obstructive pulmonary disease: developing conscious body management in a shrinking life-world. J Adv Nurs. (2008) 64:605–14. doi: 10.1111/j.1365-2648.2008.04823.x 

 42. Bergs, D. ‘The hidden client’ - women caring for husbands with COPD: their experience of quality of life. J Clin Nurs. (2002) 11:613–21. doi: 10.1046/j.1365-2702.2002.00651.x 

 43. Nakken, N, Janssen, DJA, Van Den Bogaart, EHA, Wouters, EFM, Franssen, FME, Vercoulen, JH , et al. Informal caregivers of patients with COPD: home sweet home? Eur Respir Rev. (2015) 24:498–504. doi: 10.1183/16000617.00010114 

 44. Woo, S, Zhou, W, and Larson, JL. Stigma experiences in people with chronic obstructive pulmonary disease: an integrative review. Int J Chron Obstruct Pulmon Dis. (2021) 16:1647–59. doi: 10.2147/COPD.S306874 

 45. Bell, K, Lee, J, Foran, S, Kwong, S, and Christopherson, J. Is there an “ideal cancer” support group? Key findings from a qualitative study of three groups. J Psychosoc Oncol. (2010) 28:432–49. doi: 10.1080/07347332.2010.488140 

 46. Frieman, BB. Challenges faced by fathers in a divorce support group. J Divorce Remarriage. (2002) 37:163–73. doi: 10.1300/J087v37n01_10

 47. Humphreys, K. Circles of recovery: self-help organizations for addictions. Cambridge, UK: Cambridge University Press (2003).

 48. McKevitt, M, Bacon, J, and Merritt, R. Integrating patient support groups into respiratory care pathways. BMJ. (2016) 71:A193.2–A194. doi: 10.1136/thoraxjnl-2016-209333.344

 49. Mo, PK, and Coulson, NS. Exploring the communication of social support within virtual communities: a content analysis of messages posted to an online HIV/AIDS support group. Cyberpsychol Behav. (2008) 11:371–4. doi: 10.1089/cpb.2007.0118 

 50. Southall, K, Jennings, MB, Gagné, J-P, and Young, J. Reported benefits of peer support group involvement by adults with hearing loss. Int J Audiol. (2019) 58:29–36. doi: 10.1080/14992027.2018.1519604 

 51. Katz, AH, and Bender, EI. The strength in us: self-help groups in the modern world. New York: Franklin Watts (1976).

 52. Brown, H, Reed, A, and Yarrow, T. Introduction: towards an ethnography of meeting. J R Anthropol Inst. (2017) 23:10–26. doi: 10.1111/1467-9655.12591

 53. Boyce, M, Munn-Giddings, C, and Secker, J. ‘It is a safe space’: self-harm self-help groups. Ment Health Rev J. (2018) 23:54–63. doi: 10.1108/MHRJ-06-2017-0021

 54. Spathis, A, and Booth, S. End of life care in chronic obstructive pulmonary disease: in search of a good death. Int J Chron Obstruct Pulmon Dis. (2008) 3:11–29. doi: 10.2147/COPD.S698 

 55. Mitzel, H, Brown, D, Thomas, M, Curl, B, Wild, M, Kelsch, A , et al. Patient-Centered discussion on end-of-life Care for Patients with advanced COPD. Medicina. (2022) 58:254. doi: 10.3390/medicina58020254 

 56. Deana, M. End-of-life care for COPD patients. Prim Care Respir J. (2008) 17:46–50. doi: 10.3132/pcrj.2008.00007 

 57. Russell, SJF, and Russell, REK. Challenges in end-of-life communication in COPD. Breathe. (2007) 4:133. Available at: https://breathe.ersjournals.com/content/breathe/4/2/133.full.pdf

 58. Landers, A, Wiseman, R, Pitama, S, and Beckert, L. Severe COPD and the transition to a palliative approach. Breathe. (2017) 13:310–6. doi: 10.1183/20734735.013917 

 59. Adamsen, L. ‘From victim to agent’: the clinical and social significance of self-help group participation for people with life-threatening diseases. Scand J Caring Sci. (2002) 16:224–31. doi: 10.1046/j.1471-6712.2002.00060.x

 60. Law, M, King, S, Stewart, D, and King, G. The perceived effects of parent-led support groups for parents of children with disabilities. Phys Occup Ther Pediatr. (2002) 21:29–48. doi: 10.1080/j006v21n02_03

 61. Newell, E, and Hahessy, S. Social support for the parents of children with type 1 diabetes: an ethnographic study. J Diabetes Nurs. (2013) 17:27–31. Available at: https://diabetesonthenet.com/wp-content/uploads/jdn17-1-27-31-1.pdf

 62. Ravenek, MJ, and Schneider, MA. Social support for physical activity and perceptions of control in early Parkinson’s disease. Disabil Rehabil. (2009) 31:1925–36. doi: 10.1080/09638280902850261 

 63. Ali, K, Farrer, L, Gulliver, A, and Griffiths, KM. Online peer-to-peer support for Young people with mental health problems: a systematic review. JMIR Mental Health. (2015) 2:e19–9. doi: 10.2196/mental.4418 

 64. Barlow, SH, Burlingame, GM, Nebeker, RS, and Anderson, E. Meta-analysis of medical self-help groups. Int J Group Psychother. (2000) 50:53–69. doi: 10.1080/00207284.2000.11490981

 65. Broady, T, Chan, A, and Caputi, P. Comparison of older and younger adults' attitudes towards and abilities with computers: implications for training and learning. Br J Educ Technol. (2010) 41:473–85. doi: 10.1111/j.1467-8535.2008.00914.x

 66. Collins, C, McCartney, G, and Garnham, L. Neoliberalism and health inequalities In: KE Smith, C Bambra, and SE Hill, editors. Health inequalities: critical perspectives. Oxford, UK: Oxford University Press (2015). 124–37.

 67. Dolley, J, and Bosman, C. Rethinking third places: informal public spaces and community building. Cheltenham, UK: Edward Elgar Publishing (2019).

 68. Flynn, D, Moloney, E, Bhattarai, N, Scott, J, Breckons, M, Avery, L , et al. COVID-19 pandemic in the United Kingdom. Health Policy Technol. (2020) 9:673–91. doi: 10.1016/j.hlpt.2020.08.003 

 69. Frydman, JL, Gelfman, LP, Goldstein, NE, Kelley, AS, and Ankuda, CK. The digital divide: do older adults with serious illness access telemedicine? J Gen Intern Med. (2022) 37:984–6. doi: 10.1007/s11606-021-06629-4 

 70. Fuchs, C. Neoliberalism in Britain: from Thatcherism to Cameronism. tripleC. (2016) 14:163–88. doi: 10.31269/triplec.v14i1.750

 71. Gage, MJ, and Kinney, JM. They Aren’t for everyone: the impact of support group participation on caregivers’ well-being. Clin Gerontol. (1996) 16:21–34. doi: 10.1300/J018v16n02_03

 72. Halstead, N. Introduction: experiencing the ethnographic present: knowing through ‘crisis’ In: N Halstead, E Hirsch, and J Okely, editors. Knowing how to know: fieldwork and the ethnographic present. New York and Oxford, UK: Berghahn Books (2008). 1–20.

 73. Halstead, N, Hirsch, E, and Okely, J. Knowing how to know: fieldwork and the ethnographic present. New York and Oxford, UK: Berghahn Books (2008).

 74. Haveman, H, and Nedzhvetskaya, N. Community, enterprise, and self-help: the coevolution of capitalism and non-profit and for-profit businesses in Britain and Germany In: R Meyer, S Leixnering, and J Veldman, editors. The corporation: rethinking the iconic form of business organization. Bingley, UK: Emerald Publishing, Ltd (2022). 121–41.

 75. Holloszy, JO. The biology of aging. Mayo Clin Proc. (2000) 75:S3–9. doi: 10.1016/S0025-6196(19)30634-2

 76. Kenner, A. Breathtaking: asthma care in a time of climate change. Minneapolis, Minnesota: University of Minnesota Press (2018).

 77. Korpershoek, YJG, Bos-Touwen, ID, De Man-Van Ginkel, JM, Lammers, JWJ, Schuurmans, MJ, and Trappenburg, JCA. Determinants of activation for self-management in patients with COPD. Int J COPD. (2016) 11:1757–66. doi: 10.2147/copd.s109016 

 78. Litchfield, I, Shukla, D, and Greenfield, S. Impact of COVID-19 on the digital divide: a rapid review. BMJ Open. (2021) 11:e053440. doi: 10.1136/bmjopen-2021-053440 

 79. Manderson, L, and Wahlberg, A. Chronic living in a communicable world. Med Anthropol. (2020) 39:428–39. doi: 10.1080/01459740.2020.1761352 

 80. McGee, M. Self Help, Inc.: makeover culture in American life. Oxford, UK: Oxford University Press (2005).

 81. McKinlay, AR, Fancourt, D, and Burton, A. A qualitative study about the mental health and wellbeing of older adults in the UK during the COVID-19 pandemic. BMC Geriatr. (2021) 21:439. doi: 10.1186/s12877-021-02367-8

 82. Musselwhite, C, and Haddad, H. Mobility, accessibility and quality of later life. Quality Ageing Older Adults. (2010) 11:25–37. doi: 10.5042/qiaoa.2010.0153

 83. Ménard, AD, Soucie, K, Freeman, LA, and Ralph, JL. “My problems aren't severe enough to seek help”: stress levels and use of mental health supports by Canadian hospital employees during the COVID-19 pandemic. Health Policy. (2022) 126:106–11. doi: 10.1016/j.healthpol.2022.01.002 

 84. Paciência, I, Cavaleiro Rufo, J, and Moreira, A. Environmental inequality: air pollution and asthma in children. Pediatr Allergy Immunol. (2022) 33:e13818. doi: 10.1111/pai.13818 

 85. Pawluczuk, A, Lee, J, and Gamundani, AM. Bridging the gender digital divide: an analysis of existing guidance for gender digital inclusion programmes’ evaluations. Digital Policy Regul Govern. (2021) 23:287–99. doi: 10.1108/DPRG-11-2020-0158

 86. Rowbotham, NJ, Smith, SJ, Elliott, ZC, Leighton, PA, Rayner, OC, Morley, R , et al. Adapting the James Lind Alliance priority setting process to better support patient participation: an example from cystic fibrosis. Res Involve Engage. (2019) 5:24. doi: 10.1186/s40900-019-0159-x 

 87. Sakellariou, D, and Rotarou, E. The effects of neoliberal policies on access to healthcare for people with disabilities. Int J Equity Health. (2017) 16:1–8. doi: 10.1186/s12939-017-0699-3

 88. Schwartz, L. Is there an advocate in the house? The role of health care professionals in patient advocacy. J Med Ethics. (2002) 28:37–40. doi: 10.1136/jme.28.1.37 

 89. Shinan-Altman, S, Sandbank, GK, Katzav, HN, and Soskolne, V. Participating in bariatric support groups: the effects on self-management changes. Int J Behav Med. (2022) 30:19–29. doi: 10.1007/s12529-022-10066-w

 90. Trnka, S. One blue child: asthma, responsibility, and the politics of Global Health. Redwood City, California: Stanford University Press (2017).

 91. Wahlberg, A., Lee, J., Mann, A., Dokumaci, A., Kngod, N., Kofod Svensson, M., et al. (2021). Chronic living: ethnographic explorations of daily lives swayed by (multiple) medical conditions. Somatosphere, Available at: http://somatosphere.net/2021/chronic-living.html/ (February 25).

 92. Watson, A, and Wilkinson, TMA. Digital healthcare in COPD management: a narrative review on the advantages, pitfalls, and need for further research. Ther Adv Respir Dis. (2022) 16:175346662210754–23. doi: 10.1177/17534666221075493

 93. Xiong, J, Lipsitz, O, Nasri, F, Lui, LMW, Gill, H, Phan, L , et al. Impact of COVID-19 pandemic on mental health in the general population: a systematic review. J Affect Disord. (2020) 277:55–64. doi: 10.1016/j.jad.2020.08.001 

 94. Yao, Y, Zhang, H, Liu, X, Liu, X, Chu, T, and Zeng, Y. Bridging the digital divide between old and young people in China: challenges and opportunities. Lancet Healthy Longevity. (2021) 2:e125–6. doi: 10.1016/S2666-7568(21)00032-5 



OPS/xhtml/Nav.xhtml




Contents





		Cover



		Health care of the disadvantaged: chronic obstructive pulmonary disease in later life



		1. Introduction



		2. Materials and methods



		3. Results



		3.1. Adopting a gerontological lens for understanding COPD



		3.2. COPD as an invisible and stigmatized disease



		3.3. Social support groups









		4. Discussion



		4.1. Limitations and possibilities



		4.2. Implications for policy, practice, and future research









		5. Conclusion



		Data availability statement



		Ethics statement



		Author contributions



		Funding



		Acknowledgments



		Conflict of interest



		Publisher’s note



		References



















OPS/images/cover.jpg
& frontiers | Frontiers in Public Health

Health care of the disadvantaged:
chronic obstructive pulmonary
disease in later life












OPS/images/crossmark.jpg
(®) Check for updates







OPS/images/logo.jpg
& frontiers Frontiers in Public Health






